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Background: Decreased mortality for children with congenital heart disease (CHD) has resulted in a growing population of adult CHD (ACHD) 
survivors. Patients with moderate or severe complexity CHD often require cardiac interventions in adulthood. Continuity of cardiac care allows early 
identification of deterioration. The purpose of this study was to identify factors associated with loss to follow-up.
Methods: This retrospective cohort study included 23 to 28 year old CHD patients who were ages 14-18 years at the time of a pediatric cardiology 
clinic visit in 2001-2002, with moderate or severe disease complexity (Bethesda ACHD Task Force 1). Subjects were identified by ICD-9 codes. 
Subject demographic and care retention data were obtained by structured telephone interview and medical record review. Loss to follow-up was 
defined as no cardiology visit within 2 years of the interview, as recommended by the ACC. Factors associated with loss to follow-up were analyzed 
using logistic regression, chi-square and Fisher’s exact tests.
Results: Inclusion criteria were met by 195 subjects. 171 (88%) were able to be contacted and 153/171 (89%) completed the interview: 56% 
male and 91% Caucasian; disease complexity (56% moderate/44% severe); 53% reported limited functional status as an adult. Patients had 
a mean of 3 (0-11) childhood cardiac interventions (catheterizations and surgeries). 28/153 (18%) of patients had loss to follow-up. Patients 
were more likely to be lost to follow-up if they were male (74% vs. 91%, p=0.008), had moderate instead of severe (73% vs. 93%, p=0.002) ACC 
complexity classification, had fewer childhood cardiac interventions [OR 1.66, 95% CI = (1.21, 2.29); p=0.002], and did not report a limited 
functional status (p=0.002) or have a primary care physician in adulthood (69% vs. 86%, p=0.03).
Conclusions: Loss to follow-up in the ACHD population is associated with male sex, moderate cardiac disease complexity, fewer pediatric cardiac 
interventions, normal perceived functional status, and lack of a primary care physician in adulthood. Interventions are needed to prevent loss to 
follow-up in ACHD patients, which may allow for timely cardiac intervention and improved long term outcomes.
